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ABSTRACT
Objectives: The high volume of emergency
admissions to hospital is a challenge for health
systems internationally. Patients with lung cancer and
chronic obstructive pulmonary disease (COPD) are
frequently admitted to hospital as emergency cases.
While the frequency of emergency admission has been
investigated, few studies report patient experiences,
particularly in relation to the decision-making process
prior to emergency admission. We sought to explore
patient and carer experiences and those of their
healthcare professionals in the period leading up to
emergency admission to hospital.
Setting: 3 UK hospitals located in different urban and
rural settings.
Design: Qualitative critical incident study.
Participants: 24 patients with advanced lung cancer
and 15 with advanced COPD admitted to hospital as
emergencies, 20 of their carers and 50 of the health
professionals involved in the patients’ care.
Results: The analysis of patient, carer and
professionals’ interviews revealed a detailed picture of
the complex processes involved leading to emergency
admission to hospital. 3 phases were apparent in this
period: self-management of deteriorating symptoms,
negotiated decision-making and letting go. These were
dynamic processes, characterised by an often rapidly
changing clinical condition, uncertainty and anxiety.
Patients considered their options drawing on
experience, current and earlier advice. Patients tried to
avoid admission, reluctantly accepting it, albeit often
with a sense of relief, as anxiety increased with
worsening symptoms.
Conclusions: Patients with advanced respiratory
illness, and their carers, try to avoid emergency
admission, and use logical and complex decision-
making before reluctantly accepting it. Clinicians and
policy-makers need to understand this complex
process when considering how to reduce emergency
hospital admissions rather than focusing on identifying
and labelling admissions as ‘inappropriate’.
INTRODUCTION
Emergency hospital admissions are a global
challenge, despite signiﬁcantly different
systems of care.1 Emergency hospital admis-
sions, account for 35% of all hospital admis-
sions,2 and 67% of all hospital inpatient bed
days in England.3 ‘Hospital Episode Statistics’
in England deﬁnes all unplanned admissions
as emergencies. They are an increasing
source of pressure on health system
resources internationally,4 and are a particu-
larly costly form of healthcare.
It is estimated that emergency admissions
cost the National Health Service (NHS)
£12.5 billion per annum.3 Around 160 000
emergency cancer admissions5 and 135 000
chronic obstructive pulmonary disease
(COPD) admissions occur in the UK per
year.6 COPD is the second most common
reason for a medical admission,7 and lung
cancer is the commonest cancer among
patients admitted as emergencies.8 In add-
ition, emergency admissions are distressing
for both patients and carers, and have a
negative impact on their quality of life,4
affecting patients with cancer9 and COPD.10
Understandably, there are concerns over
whether all emergency admissions are
Strengths and limitations of this study
▪ This study is the first to explore the experiences
of patients, together with those of their carers
and associated healthcare professionals, with
advanced respiratory illness in the time leading
up to emergency admission.
▪ This study is also the first one to explore in
depth the decision-making process leading up to
emergency admission.
▪ As this study recruited patients admitted to hos-
pital as emergency cases, the experiences of
patients treated at the emergency department but
not admitted to the hospital are not captured.
However, this enabled us to provide rare insight
into the experiences of patients with lung
disease near the end of life, who can be seen as
most vulnerable.
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necessary.11 Although the evidence for effectiveness of
strategies for preventing emergency admissions, includ-
ing those of patients with lung cancer and COPD, is
limited,12 13 there is a common assumption that emer-
gency admissions can be avoided through the provision
of better primary care.13
The prominence of emergency admissions as a policy
challenge has generated considerable research interest
both in the UK and internationally, particularly with
regard to reducing admissions.14 15 Reasons for emer-
gency admissions have largely been explored through
medical record review.16 Few studies have explored
reasons for emergency admission, or the process of
decision-making, from the perspective of patients with
advanced chronic life-limiting illnesses.16 17
Policy and service priorities over the last decade have
identiﬁed the need to develop a better understanding of
patient experience to improve services for direct patient
beneﬁt.18 Consequently, understanding patient experi-
ence as an indicator of quality has become increasingly
important, reﬂecting awareness of this type of patient-
based evidence in evaluations of the effectiveness,
acceptability and appropriateness of care.18 19
The reason for emergency admission in advanced
lung cancer and COPD may be complex. In order to
examine what happens for the patient in the lead up
to an emergency admission, it was necessary not only to
consider the immediate causal factors, such as the
medical symptoms, but also the broader contextual
factors, particularly the psychosocial and organisational
issues, which inﬂuenced the admission process. In view
of this, this study sought to collect accounts of emer-
gency admission from patients and their informal carers,
and also from healthcare professionals in community
and hospital settings.
METHODS
Study design and data collection
The study followed a ‘critical incident’ approach.20 The
‘critical incident’ is the emergency hospital admission of
patients with advanced lung cancer or COPD. The ana-
lysis encompasses the context of the admission, includ-
ing the admission process, the time leading to it, and
the perspectives of the different participants involved.
The critical incident cases were built by conducting
semistructured interviews and exploring the experiences
of patients, their informal carers, and key health profes-
sionals involved in their admission, both in the commu-
nity and in the hospital. The interviews explored the
following areas: the symptoms the patient was experien-
cing and their progress over time, social context and
medical management prior to admission; the patient
and carer’s roles in self-management; healthcare staff’s
involvement in the critical incident; process and experi-
ence of admission; and identiﬁcation of factors that
could potentially have prevented the emergency admis-
sion. The interview schedules were developed by
drawing on a previous study of emergency admission,17 a
brief exploration of the health service contexts by key
informant interviews with clinicians based at the recruit-
ment hospital sites, and a literature review to explore
the wider context.
The interviews were conducted as soon as possible after
admission (while patients were still hospitalised, or soon
after discharge at patients’ residences) and lasted
between 20 and 40 min. The interviews with carers gener-
ally coincided with the patient interviews in accordance
with participants’ preferences. Up to two community and
hospital health professionals nominated by the patient
were interviewed to explore the reasons for admission
from their perspective, and to obtain further information
about the participant’s situation. Participant recruitment
stopped when data saturation was reached. The inter-
viewers (EK, CB and FB) were experienced researchers
trained in interviewing, with either a psychology (EK) or
nursing (CB and FB) background.
Setting and recruitment
Three hospitals in one region of England participated in
the study: site A was a University Hospital Foundation
Trust in a city of 300 000 inhabitants, site B was a District
General Hospital NHS Trust in a market town serving a
large rural area, with a total population of 180 000, and
site C was a large inner city NHS Foundation Trust
Hospital serving a diverse population of approximately
1 million.
At site A, a hospital research nurse screened the emer-
gency department (ED) admission list for eligible
patients, and the respiratory Clinical Nurse Specialist
(CNS) advised on patients’ suitability. At site B, the
respiratory CNS team identiﬁed participants. At site C,
participants were identiﬁed by both hospital research
nurses and the CNS team. Recruitment took place over
18 months to take account of seasonal variation in
admission rates. A clinical assessment was undertaken by
the respiratory CNS prior to all interviews to ensure
patients were well enough to participate (ie, in a stable
condition and without showing excessive signs of dis-
tress). Recruitment of informal carers and healthcare
professionals was based on patients’ nominations of
those most involved with the patients’ care.
Participants
All patients who took part in the study had a known
diagnosis of incurable lung cancer, or had advanced
COPD receiving home oxygen (used as a marker to
enable rapid identiﬁcation of patients). The informal
carers were either family members or close friends. The
community healthcare professionals were general practi-
tioners (GPs), district nurses, community matrons and
specialist palliative care nurses. The hospital healthcare
professionals interviewed were consultants, specialist
nurses and ward sisters.
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Data analysis
Audio recordings of interviews were transcribed verba-
tim by a professional transcription company. All tran-
scriptions were checked by the research team for
accuracy. Transcriptions were anonymised and entered
into NVivo for analysis. Initially, the immediate reason
for admission and the admission process for each
patient were determined from the interview text of the
patient and informal carer interviews by two research
team members (EK and DM) with any differences being
resolved by discussion.
Two analytical approaches were used; cross-case ana-
lysis21 and thematic analysis.22 Cross-case analysis was
undertaken to map out the steps taken by each patient
in the admission process (tables 1 and 2). Cross-case
analysis allows the comparison of cases and provides
opportunities to learn from different cases.23 Thematic
analysis was undertaken to explore and understand vari-
ation in patients’ experience of the contextual factors
contingent on the reason for admission, and to explore
the decision-making process employed leading to admis-
sion. A template approach24 was used to assist the the-
matic analysis by developing a coding template, which
summarised identiﬁed themes. Two members of the
team (EK and FB) developed the initial coding tem-
plate, which was derived from the interview schedule
and by repeated readings of the transcripts. The tem-
plate was then used to code all transcripts (EK and FB).
As a further quality control measure, a third team
member (CB) randomly selected four transcripts and
applied the template independently conﬁrming a high
level of agreement. Finally, emerging themes were iden-
tiﬁed by EK, CB, DM and AH. The team then linked the
emerging themes and their dynamic nature by develop-
ing a model (ﬁgure 1) that links the themes to the
wider context.
Members of the project steering group and service
user group were consulted throughout all steps of the
analysis, by collectively reading a sample of transcripts
and discussing them during analysis meetings. The
emerging ﬁndings and the model (ﬁgure 1) were pre-
sented to and discussed with the Macmillan Cancer and
Palliative Care Research Collaborative (MacPaCC), con-
ferring a degree of face validity on the results. MacPaCC
comprises expert academics with clinical backgrounds.
Their professional experiences highly matched the ﬁnd-
ings of the analysis, and the subsequent discussions pro-
vided further in-depth understanding to the meaning of
some of the results. By employing such an extensive
approach involving not only the immediate research
team, but also a steering group, a service user group
and a group of experts (MacPaCC), we made sure that
the researchers’ own actions, values and perceptions
impacting on the research setting and affecting data col-
lection and analysis was minimised,25 avoiding such a
common pitfall among qualitative studies.
RESULTS
Participants characteristics
Fifty-ﬁve patients met the inclusion criteria and were
considered well enough to be approached. Of the 55
patients approached, 16 subsequently did not take part
for reasons such as: patients declined, deterioration in
health, patients were unable to communicate, patients
died, researchers were unable to contact patients due to
discharge or transfer. A total of 39 patients were inter-
viewed. Twenty of the patients’ informal carers (13 part-
ners, 6 daughters/sons and 1 friend), and 50 of the
health professionals involved in the patients’ care (27
hospital healthcare professionals, and 23 community
healthcare professionals) were also interviewed.
Twenty-three of the patients were male and 16 were
female. A total of 16 patients were admitted to hospital
during ‘normal’ general practice opening hours (8:00 to
18:00, Monday to Friday). Twelve patients were admitted
out of hours during weekdays, and 11 patients were
admitted out of hours at weekends. Table 3 further
describes patients according to their medical condition.
Clinical reasons for and the process of admission
The reasons for admission are listed in tables 1 and 2.
The majority of patients with COPD were admitted with
severe shortness of breath, usually after a relative had
summoned an emergency ambulance, or following
contact with a GP. Shortness of breath was also a
common reason for admission for patients with lung
cancer, but a number of patients were also admitted
with pain, falls or acute medical problems which needed
investigation. When an ambulance was called without
prior contact with a community professional, it was due
to an acute and severe problem.
Phases leading to admission
The data analysis shows the decision-making process that
the patients undertook which led to emergency hospital
admission. In order to understand this process, there
was a need to examine not only the physical symptoms
that the patient experienced, but also their psychosocial
context. The analysis suggests that the patient goes
through a process of three distinct phases which lead to
an emergency admission: self-management as the condi-
tion deteriorated, negotiated decision-making, and
Table 1 Reasons and process of admission of patients
with advanced chronic obstructive pulmonary disease
Medical symptoms triggering
emergency admission
Emergency
admission process
Breathlessness (n=14) 999 emergency call
(n=10)GP (n=4)
Severe pain (described as chest
pain due to fractured ribs and
pneumonia—no clear history of
fall) (n=1)
999 emergency call
(n=1)
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letting go. Each phase marks speciﬁc changes, both
physical and psychological, which are characterised by
complex interaction, until the patient reaches a thresh-
old where emergency admission is seen as the only
viable option. Figure 1 summarises the nature of each
phase in the context of what we call ‘unstable complex-
ity’, as the patient’s condition deteriorates until admis-
sion occurs. Below, we present the exploration of the
variation of experience of these phases.
Self-management during deterioration of condition
Within the familiarity of their own home, patients, often
with the support of informal carers, lived with their
illness, managing its effects (including exacerbations) in
a variety of ways. While this was affected by their social
circumstances, the way the illness impacted on their
lives, and the access they had to community healthcare,
patients managed the day-to-day ﬂuctuations in their
health. Consequently, patients, together with their infor-
mal carers, had become experts in understanding their
illness and managing its effects. This expertise, along
with community-based healthcare professionals’
Figure 1 Diagram of complex decision-making.
Table 2 Reasons and process of admission of patients
with lung cancer
Medical symptoms triggering
emergency admission
Emergency
admission process
Breathlessness (n=7) 999 emergency call
(n=6)
GP (n=1)
Severe pain (described as rapid
onset/increase) (n=5)
999 emergency call
(n=3)
Complex process
(n=1)
Community nurse
(n=1)
Other medical problem (eg, heart
or DVT) (n=3)
GP (n=3)
Falls accompanied by weakness
and deterioration (n=4)
999 emergency call
(n=3)
Community nurse
(n=1)
Infection (not treatment related, eg,
cellulitis, ‘septic shock’) (n=2)
Relative (n=1)
GP (n=1)
Infection (following chemotherapy)
(n=1)
Relative (n=1)
Problem unrelated to underlying
cancer (eg, cholecystitis and
unclear problem) (n=2)
Unknown (n=2)
DVT, deep vein thrombosis; GP, general practitioner.
Table 3 Patients characteristics according to medical
condition
Medical
condition N
Gender
(male/
female)
Mean age
(years)
Died within
3 months of
interview
Lung
cancer
24 14/10 72.5
(median:
71, range:
55–90)
14
COPD 15 9/6 72 (median:
69, range:
62–89)
2
COPD, chronic obstructive pulmonary disease.
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involvement, enabled patients to manage their condition
and be alert to changes that would warrant hospital
care.
Expert patient and informal carers
The majority of patients involved in the study lived with
a spouse, partner or offspring in their own homes. The
patients appeared to be experts in the monitoring and
self-management of their condition as a result of living
with the illness as a long-term condition over a long
period, in case of the COPD group, for many years.
I’m used to it now as you might say after four years of
getting it. (A3, COPD)
To cope with the symptoms they experienced, many
patients adapted their way of life. As the patients and
their informal carers reﬂected on how their condition
had changed their lives, they spoke about the adjust-
ments they had made to make things easier, and further
changes they would have to make as their condition
deteriorated.
Clearly now I’m getting to the stage where I’m going to
be more at home, more disabled in the sense that I can’t
do so much, I can’t walk so far… So clearly life’s going to
change now, life’s going to be very different. Um, so yes
you’ve got to take a day at a time really now and see how
it goes. (A9, Lung Cancer)
Most of the patients described how they received a
considerable amount of support from their informal
carers, particularly their spouse and children, often
involving the provision of psychological and practical
help. For some, this signalled a signiﬁcant lifestyle
change because of the need to be available for unex-
pected crises.
I’m very fortunate, I’ve got a family that look after me…
They are good. My daughter-in-law, she’s excellent. See
comes and stays a couple of nights with me and sleeps
here a couple of nights and my son takes me everywhere
I want to go. I don’t know where I’d be without them
actually. I’m going in for this fortnight [respite] to try
and give them a break because they don’t get no chance
to do anything. They can’t have a drink on a night in
case I’m taken bad and I need the car to be driven any-
where, so he [son] never has a drink on a night. I don’t
like to be a burden on them like that. Especially when
they’re doing it out of the goodness of their heart and
you don’t have to ask them to do it. (C3, COPD)
Members of the family were also generally involved in
the decision-making process concerning emergency
admission, often calling the ambulance or healthcare
professionals.
He got to the top of the stairs, couldn’t breathe at all.
And I said to him, we’re going to have to ring…because
you can’t go on like this. Anyway, I got him back
downstairs and um he wasn’t any better and I rang the
ambulance. (A10, wife: Lung Cancer)
Some patients had a co-caring relationship with their
spouses, with both patients and carers assuming roles
according to their needs and abilities. This co-caring
relationship was also important in the decisions about
hospital admission and hospital stay.
As I say my wife [cries], my wife was…the main problem
why I want to get home. I’m worried about her. It’s worry
about her. (C2, Lung Cancer)
Patient contact with community healthcare professionals
Exploring the relationship that the patients had with
community services provided further insight on the self-
management practices they engaged in. For some, com-
munity healthcare provision (eg, nurses’ home visits)
was very important in their management and perceived
positively by both patients and their carers.
You do get your visits from the community people to
make sure you are ticking over sort of thing. (A2, COPD)
There was a belief, particularly among healthcare pro-
fessionals, that supporting patients at home with GP and
community nurse visits enabled better management of
the condition and helped prevent hospital admissions.
He has been managed very well at home over the last
18 months with the help of a very good community
matron, so we haven’t seen him as much over the last
18 months. (Respiratory CNS, COPD)
While a number of patients felt they had good com-
munity healthcare support, which helped them manage
their condition, some reported they received little
support from healthcare professionals in the community,
or were doubtful about the need for this form of
support.
[No input from community nurses] at the moment, I
mean I can manage as much as I can and my wife helps
me, and she does help me a lot. And with her help I can
do it then, can’t I; I don’t think I need a nurse, no.
(B8, COPD)
There appeared to be a good deal of uncertainty
among a number of patients and their carers concern-
ing who individual community healthcare professionals
were and what their role was. This was particularly appar-
ent when patients were trying to distinguish between
community matrons, district nurses and specialist pallia-
tive care nurses, and their contribution to care. Other
participants were unaware of the community support
available and its potential usefulness. Consequently,
when some participants had been offered such support
they either doubted it could help them or felt they did
not need it.
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No it’s just…well I don’t know what rank they are. (A8,
Lung Cancer)
Some patients and carers expressed dissatisfaction with
their lack of contact with some community health ser-
vices. The most common problem was about the time
they had to wait for GP appointments, followed by the
lack of immediate contact with community nurses.
I phoned up once when I was in trouble, but
[Community Matron] was on leave and the lady who
took the call said I can’t get round because I’m ﬁnished
in ten minutes. (C1, COPD)
This difﬁculty in accessing support from community
services would later reinforce the patients’ decisions con-
cerning the need for emergency hospital admission.
In addition, communication between the patients and
the community healthcare professionals was variable,
and some patients thought it was less effective than it
should be. For example, patients did not know the
names of professionals responsible for their care, and
contact with them was sporadic, which meant some
patients were reluctant to contact their designated com-
munity healthcare professionals.
The community matrons, like what [name] is, they’re
supposed to be someone that you can contact at any
time. They’ll keep you out of hospital…it isn’t working
for me. (C1, COPD)
Some healthcare professionals were aware of these dif-
ﬁculties, for example:
Now the patient has a community matron, but instead of
contacting her when he starts to become ill, he waits for
a few days, will become worse and then ring for an ambu-
lance. On this admission the nurse asked patient about
his contact with the community matron, he said ‘He
doesn’t like to contact her’. (Respiratory CNS, COPD)
Negotiated decision-making
The term ‘negotiated decision-making’ is used here to
reﬂect how the many factors involved in deciding when
and who to call for assistance informed the ﬁnal
outcome. Often there was direct negotiation about
admission by the patient and carer; on many occasions,
this also involved healthcare professionals. Patients and
carers drew on past experience of previous admissions,
and interpreted advice they had been given by health-
care professionals, or written instructions about what to
do in an emergency situation. Patients frequently experi-
enced ﬂuctuations in their symptoms and often faced
uncertainty. The following themes were identiﬁed as
being particularly inﬂuential in the decision-making
process.
Physical symptoms and anxiety
As symptoms worsened, with shortness of breath com-
monly being the most distressing, patients’ anxiety also
tended to escalate. This was when patients started the
process of negotiating the decision to call for help.
Well I hadn’t been well for a week and I’d been trying to
do it myself, do all the necessary things as I thought. It
was with a chest complaint with this COPD, and I grad-
ually got worse. And on the morning in question I got up
and I just could not breathe and I couldn’t get any
breath. I’d got my oxygen on, I’d got all my tablets, I’d
got all my inhalers, nothing was helping me. And I basic-
ally got scared for the ﬁrst time. Because I’ve had this
condition now for a few years, but it got really bad and in
the end, again for the ﬁrst time I actually phoned the
doctor and said, I needed somebody out. (B11, COPD)
Holding on
The participants’ accounts reveal how they tried to avoid
going into hospital for as long as possible, despite their
deteriorating clinical situation. Sometimes, this was con-
trary to the wishes of carers. However, the patients
tended to ‘hold on’ by monitoring their symptoms and
using their medication in attempts to alleviate them.
Say on a Saturday I get an exacerbation and it starts to
ﬂare up, a chest infection or something like that, then
I’ve got the tablets to start before I can get to see the
doctor Monday, so I’ve got a two day start. So I don’t
have to wait all over the weekend ‘cos I don’t like hospi-
tals you see. (C3, COPD)
Some participants reported that if they had sought
help from community health services earlier on when
their symptoms were deteriorating, things might have
been better managed, or they may have avoided the
later hospital admission.
Things were getting really bad and I could feel it start to
get to me up here [points to chest], and I was getting a
little bit annoyed with myself that I didn’t, um, do some-
thing in fact earlier than last Tuesday. Um, but that’s me,
that’s me, as I say I try and cope and perhaps I try and
cope too much. (A8, Lung Cancer)
Past experience
Decisions about the need for urgent treatment were also
taken based on previous experiences. Many of the
patients considered what had been effective when they
had been faced with deteriorations in their condition in
the past and developed a repertoire of potential
responses (such as calling their GP or seeking advice
from a specialist nurse), who had worked for them at
different points. This knowledge also meant they were
able to decide when hospital admission was needed.
Once you’ve got the infection that’s it, it’s in there and
you’ve got to go to hospital to get this intravenously, it’s
too strong for the tablets. (A3, COPD)
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Weighing up advice
It was evident that patients and their carers weighed up
the advice they were given by healthcare professionals
when deciding on the best course of action in an emer-
gency situation. This advice often took the form of dis-
cussion of ‘hypothetical situations’ and possible courses
of action that might be required should their condition
continue to deteriorate. As noted above, such advice was
evaluated in the light of past experience.
I just felt that I wasn’t right and what were wrong with
me I couldn’t put right, I’d got no control over it. So
obviously there was something wrong with me internally,
I’d got to go to the hospital to get it sorted, which they
told me could happen. You know, they told me, if ever
you feel ill and your temperature varies ring an ambu-
lance up and get down the A&E. (B6, Lung Cancer)
In other instances, the advice given was more immedi-
ate, often during a current episode, consequently, the
patient’s decision about whether to follow the advice was
made in a much shorter period of time. In some cases,
patients thought it best to treat the symptoms at home,
and later admission became unavoidable, as there was
no improvement in their condition.
He [the patient] said I think we need some help. So I
did ring our GP’s number and it put me through to like
an emergency doctor on call. And there was two came
out in the afternoon, wasn’t there. And I think they were
quite concerned and would have liked him to have gone
in then, but [patient’s name] is quite stubborn when he
wants to be and he said, no I’ll be alright, I’ll be alright.
And they did say to me, if he gets any worse then get an
ambulance, which is what we ended up doing, about half
past ten at night. (B8 wife, COPD)
Letting go
While none of the patients wanted to be admitted to
hospital, eventually, the need for admission had to be
accepted, albeit reluctantly. This was often accompanied
by feelings of lack of control and an increased sense of
vulnerability. At this point, control was relinquished to
ambulance crews and hospital professionals. In their
reﬂections on the admission process the patients were
adamant that hospital admission was inevitable because
all other options had been exhausted.
I needed to come in, because, although you’ve got dis-
trict nurses and that there, they can’t do everything.
(C7, COPD)
At the point care was handed over to ambulance staff
and other healthcare professionals in the emergency
unit, the patients recalled an overriding sense of relief.
I was glad to see the hospital. To tell you the truth, I was
never so glad to see them [paramedics], they put oxygen
on me straight away, give me relief, because I was just
choking. (C8, Lung Cancer)
On a number of occasions the ambulance crew dis-
cussed options with patients and their carers, such as
going to hospital or seeking community care. Both
patients and ambulance staff regarded hospital admis-
sion as the more efﬁcient method of securing rapid
treatment.
They came round [paramedics], checked me over and
one of them suggested, he said, well we can either take
you in or see your GP. And he said, “personally I would
be taken in”, you know, his opinion. I mean you go and
see your GP they will ﬁx you up next Wednesday can’t
they, that sort of thing isn’t it, usually. So that was virtually
it, yes. They did all the checks in the ambulance on the
way to the hospital then they took me in there and that
was it, you know. (A14, Lung Cancer)
Justified emergency call
All the patients and carers interviewed considered that
admission was justiﬁed. Indeed, there was little evidence
from the data that patients were using emergency ser-
vices inappropriately, calling for an ambulance when
they could have held on for a GP or community nurse
visit, for example.
Sometimes she leaves it, in my opinion, too long before
she goes in. But she makes that decision normally but it’s
never a waste of time, it’s always necessary in my opinion.
No, we couldn’t avoid, we couldn’t avoid that, it has to be
taken, that’s the question you’re asking. There was no
alternative. (B2 partner, COPD)
This was conﬁrmed by hospital and community
healthcare professionals. In fact, for no admission in this
group of patients did healthcare professionals believe
the admission had not been justiﬁed.
It seems that he was quite unwell when he went in. He
had a deﬁnite infection and that showed up on the chest
x-ray, and he was treated quite aggressively on that occa-
sion. So he had nebulised medication for his breathing,
he had steroids to take and he also needed intravenous
antibiotics. So it would seem that this was a justiﬁed
admission. (GP, COPD)
DISCUSSION
The study explored the experiences of patients with
lung cancer and COPD, along with that of their carers.
The perspectives of healthcare professionals involved in
their care were also examined. The ﬁndings illustrate
the complex interplay of the symptomatic, psychosocial,
organisational and temporal factors, which characterise
the time leading up to emergency hospital admission.
The effects of this combination of factors are evident in
the three phases of: self-management of deteriorating
symptoms, negotiated decision-making and letting go.
The patient and carer are the principal actors in this
process, with a variety of healthcare professionals in con-
tributing roles: GPs, community nurses, specialist nurses
Karasouli E, et al. BMJ Open 2016;6:e009030. doi:10.1136/bmjopen-2015-009030 7
Open Access
group.bmj.com on April 6, 2016 - Published by http://bmjopen.bmj.com/Downloaded from 
and ambulance crews. The patients’ changing clinical
condition and psychological state, and their carers’
involvement in this process shape the nature of their
decision-making.
Most patients, particularly those with COPD, had con-
siderable experience in the self-management of their
own illness. This had been developed from dealing with
repeated episodes of acute exacerbation. Patients with
lung cancer also demonstrated an element of self-
management, however, as their illness did not follow the
same recurrent pattern of exacerbations and remis-
sions,26 their experience and expertise in self-
management was more limited.
As the patients’ condition deteriorated, they entered
the phase of negotiated decision-making where hospital
admission was being considered, while continuing to self-
manage their symptoms. The patient often continued to
‘hold on’ trying to avoid admission, while often seeking
advice about how to manage their illness. As their condi-
tion deteriorated the anxiety levels of the patients and
carers increased. Patients and carers also drew on past
experience of similar episodes, including recalling
advice that had been given to them previously by health
professionals.
The third phase, letting go, occurred once the patient
had made the decision, often reluctantly, to accept hos-
pital admission. Patients often attempted to retain a
level of independence in the management of their con-
dition. However, as symptoms deteriorated and anxiety
increased, patients reached a threshold and relinquished
their care to health professionals. At this point, they
experienced relief that ambulance assistance and hos-
pital care was available to them.
Purdy and Grifﬁn4 observed that healthcare profes-
sionals’ decisions to admit patients to hospital were
complex and usually made taking account of the
patient’s current state of health, concerns, expectations,
existing comorbidities and available social support. Our
study suggests that the patients’ decision-making process
is equally complex. Without exploring these issues from
both the patient’s and healthcare professional’s perspec-
tives, it is difﬁcult to have a clear understanding of how
emergency admissions occur. Thus, taking a qualitative
approach in this study enabled us to gain some valuable
insights on this important area.
As current efforts to reduce emergency admissions are
based on the belief that many are ‘inappropriate’,13 our
ﬁndings challenge this assumption as no healthcare pro-
fessional thought this to be the case with these admis-
sions. It may be that admissions with advanced disease
are less avoidable than is sometimes assumed. This is
supported by a recent survey conducted in two large
hospitals, which concluded that the admission of only
6.7% of patients with palliative care needs could have
been avoided.16 This suggests an important need—to
realign our understanding of inappropriate admission,
and for policy-makers to recognise that reducing admis-
sions to improve efﬁciency may not be appropriate.
The self-management undertaken by the patients with
COPD interviewed for this study is recognised as import-
ant for enabling patients to remain at home, and
increases their sense of control over their illness.27
Interventions to enable self-management can be effect-
ive in reducing hospital admissions,14 however, patients
also need assistance from skilled healthcare profes-
sionals at this time.
Patients with advanced disease frequently receive care
from community nurses.28 29 In this study, some patients
had visits from community nurses before admission, and
for patients with lung cancer, the nurse was sometimes
involved in the admission decision. Although ‘commu-
nity case management’ coordinated by community
matrons30 and other outreach interventions designed to
reduce COPD admissions have been introduced,31 evi-
dence of their effectiveness in reducing admissions is
lacking.32 Community COPD outreach services were
available to patients in the study areas, although few of
the participants received them. As we only explored the
experiences of patients who had been admitted as emer-
gencies we cannot comment whether or not these local
services were effective for others.
A number of our patients had access to specialist pal-
liative care services in the community. While specialist
palliative care can be effective in improving patients’
symptoms and quality of life,33 34 a recent meta-analysis
reported minimal impact of community specialist pallia-
tive care nursing services among the better methodo-
logical studies.35 A Canadian study suggests that a
physician-led community specialist palliative care service
can be effective in reducing hospital use at the end of
life.36 All the areas covered in this study had such a
service although none of the participants reported that
they had received services directly from such specialists.
Whether those who were in use of such services were
not admitted in the locality of this study is unknown.
This suggests that further research is needed into spe-
cialist community services, their impact on patients’
quality of care, and on reduction in hospital usage.37
Coordination and integration of care led by GP and
primary care teams in the community is important in
ensuring patients with advanced illness receive the care
they need.38 While GP involvement in care was evident
and appreciated by a number of our participants, others
revealed that they did not see their GP very often, and
for some the oncology clinic had taken on the role of
principal medical carer.
Limitations
The study has some limitations. We were unable to inter-
view some of the patients identiﬁed because they were
too unwell to be recruited. However, patients, particu-
larly in the lung cancer group had a median survival of
<3 months suggesting we were still able to observe the
experience of patients near the end of life. Patients with
COPD had longer survival (only 2 of the 15 died in this
time), consistent with COPD trajectories being more
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protracted.23 Interviews were shorter than what we
hoped, and we were unable to discuss the experience of
some patients in depth because they were easily fatigued.
Also, it was not always possible to recruit healthcare pro-
fessionals who had been directly involved in the patients’
care at the time of admission, so the insights we gained
were limited.
CONCLUSIONS
The process by which patients with advanced lung
cancer and COPD are admitted to the hospital as an
emergency is complex with interaction between
symptom, psychosocial, temporal and organisational
factors. Our understanding of this complex process may
enable healthcare providers to intervene to prevent
some emergency hospital admissions. However, in this
patient population with advanced disease, there is likely
to be the need for emergency admission to treat severe
acute symptoms.
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